NBS CONPLAN STRATEGIC OBJECTIVES FLOWCHART

The flowchart below provides an overview of strategic objectives and major actions that need to be sustained to ensure babies and their families receive these critically important services.
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Strategic Objectives

Ensure ongoing communication to
families, providers, birth facilities,
and agency staff.

Educate families about NBS.

Establish a framework for DBS
specimen collection, hearing and
CCHD screening. Collect specimens.

Ship specimens to the designated
NBS laboratory site.

Process and test specimens.

Report DBS screening results to the
NBS follow-up program, providers
and families.

Perform diagnostic testing for all
newborns with out-of-range
screening results and prioritize
time-critical disorders.

Ensure availability of treatment
and management resources.

Perform other activities
determined appropriate by the
HHS Secretary.
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Crosscutting Objectives
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Ensure Ongoing Communication

Establish effective NBS communication network that connects families, providers, birth facilities, and agency staff.

Establish emergency plan to communicate with network in a crisis.

Ensure multiple communication modalities are in place and are being utilized.

Educate Families About NBS

Ensure families know about the need for NBS, when and how it is conducted.

Ensure families know how to obtain NBS results.

Provide clear next steps upon receipt of NBS results.

Perform Additional Activities

Identify and address preparedness issues for the NBS systems.
Implement, maintain and validate the NBS Contingency Plan.
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Collect
Specimens

Specimens should be
collected within 48
hours of birth.

Create a screening
framework, ensuring
the following are
available:

e NSQAP-certified DBS
collection cards.

e Other materials
necessary for DBS
collection, hearing
and pulse oximetry
CCHD screens.

e Training and SOPs on
conducting DBS and
POC screening, and
collection of speci-
mens.

Ship
Specimens

Specimens should be
sent to the designated
NBS lab within 24
hours of collection.

To help ensure this:

* Provide SOPs and
training on shipping
specimens.

e Have an emergency
plan and alternative
laboratories, should
specimens need to
be redirected.

e Have a system to
alert for missing or
not-shipped speci-
mens, so they can be
re-collected quickly.
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Process and Test
Specimens

Ensure the following:

e Process all DBS
specimens.

e Integrity of speci-
mens and records,
especially if sent to a
back-up lab.

e Address emergency
situations to
preserve or restore
capacity.

Decide on:

¢ Need for additional/
alternative capacity?

e Whom to notify?

e Activate back-up lab

system to manage
external specimens?
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Report
Results

Establish communica-
tion lines between the
NBS program and:

e Screening/receiving
labs, hospitals, and
NBS follow-up
coordinator.

¢ Healthcare provider;
if unavailable,
communicate
directly with families.

Identify and track:

e All screening
specimens and
results.

e Newborns who are
not screened.
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Perform
Diagnostic Testing

After an out-of-range
screen:

e Ensure diagnostic
testing is performed
and tracked.

e Establish a diagnosis.

e Communicate results
to the healthcare
provider, family and
NBS screening
program.
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Facilitate
Access to Care

Ensure treatment and
management resources
are available for
newborns with a
diagnosis.

Identify or confirm:

e Appropriate treat-
ment, services and/
or interventions.

e Access to and
connection with a
medical home.

e Appropriate multi-
disciplinary services
through established
medical home.

e Connection to a
long-term follow-up
program and services,
if applicable.
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